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Background

The lived experience of children and adolescents
diagnosed with cancer differs greatly from that of the
adult cancer patient. A diagnosis of cancer disrupts
almost every developmental life stage and continues
to affect the child, and potentially their whole family,
throughout adulthood.

Objective

While it is important to recognise the potential for post-
traumatic growth, a considerable proportion of children
and adolescents will experience poorer psychological,
social, educational and quality-of-life outcomes.
Parents, particularly mothers, have been shown to
experience levels of post-traumatic distress even
greater than that of survivors. As such, there exists a
critical need to provide family-centred support from
diagnosis through to long-term survivorship or
bereavement.

Discussion

Ongoing surveillance, proactive management of chronic
health conditions, and health behaviour education are
critical to survivors' lifelong wellbeing and can be
facilitated locally by general practitioners with support
from tertiary healthcare teams in a shared-care
arrangement.
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A CANCER DIAGNOSIS is rarely expected, but when it occurs in a child

or adolescent, it is particularly shocking because of'its relative rarity.
Childhood cancer represents <1% of all invasive cancers diagnosed in
Australia, equating to roughly 770 new childhood cancer diagnoses
per year."? However, as the leading cause of disease-related death

in children, a cancer diagnosis can be extremely distressing to the
child or adolescent and their family. While families face high levels of
uncertainty and the burden of treatment, the majority of children will
survive, with five-year survival rates now reaching 80% in Australia.?
Such improvements in survival mean the survivorship period now
extends across almost six decades.? For adult survivors of child and
adolescent cancer who were treated in earlier decades, up to 96% will
develop an average of five severe, disabling or life-threatening chronic
health conditions as late effects of their cancer or its treatment.*
Survivors who were treated in more recent times may experience far
fewer treatment-related complications and potentially can be risk
stratified to receive primary care follow-up. Regardless, the cancer
journey for children, adolescents and their families is long and
complex. The aim of this article is to describe the lived experience

of children and adolescents with cancer, from diagnosis through to
survivorship or bereavement, focusing on the implications for general
practitioners (GPs). A brief summary is outlined in Table 1.

Diagnosis and treatment

Young people can experience a range of emotional responses when
they initially receive a cancer diagnosis, including shock, grief, anxiety
and anger.’ Some young people report feeling a sense of ‘numbness’ or
‘surrealism’; this can lead to an apparent absence of emotional reaction
that can appear similar to avoidance or denial. While some young
people do report actively trying to hide their emotions to shield or
protect their families (as do many families/parents in reverse), for other
young people an initial sense of denial can be protective, enabling them
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to absorb information in a slower, gradual
manner as their capacity to process it
develops.® The start of cancer treatment
often triggers an increase in distress,
as their new cancer becomes more of
areality. The months’ worth of missed
school, social events and sports can come
into clearer focus at this time and must be
faced in tandem with the heavy burden of
treatment protocols and side effects.

A cancer diagnosis in a young
person fundamentally disrupts critical
developmental stages. A key focus of
gold-standard psychosocial care for
children and adolescents with cancer is
therefore to mitigate this developmental
impact to the greatest extent possible.” For
younger children, missed schooling and
opportunities for social development exert
the greatest psychosocial impact during
treatment. Among adolescents, for whom
itis developmentally normal to be aligning
more closely with their peer group, this loss
of social connection can be particularly
distressing® and may be experienced in
addition to body image concerns (eg hair
loss).® This can lead to social withdrawal,
avoidance and related distress throughout
the duration of treatment. The cumulative
effects of missed school and treatment side
effects can also affect school achievement,
and an individual child’s performance

should be considered relative to their
pre-cancer performance, not the class
average. Recognising the potential mental
health impact that any changes to learning
ability and academic identity may have is
key to supporting the child at school.

Implications for general practitioners
GPs bring particular strengths to a
multidisciplinary team, most notably their
knowledge of the whole-family dynamic
and their capacity to provide holistic

care, psychological support and referral.’
Psychological stress is often experienced at
the completion of therapy and during the
subsequent disease surveillance period,
prior to the longer-term survivorship
period. GPs will often have more
involvement in this period of care than
during therapy and can help the patients
navigate this transition from patient to well
person. Parents’ experiences of cancer-
related financial toxicity should also be
discussed as part of standard care, and
referral made to professional services and
community organisations that are able to
provide assistance.’

Survivorship
The completion of cancer treatment is
often an eagerly anticipated milestone that

is celebrated by the child or adolescent,
their family and their community.
However, families must now traverse a
path outside the cancer ward and can
face more uncertainty and potentially
less support. Survivorship research has
become increasingly more sophisticated,
with large cohort trials across Europe
and the USA providing evidence that
chemotherapy, radiotherapy and surgery
result in clinically significant long-term
physical, intellectual, emotional, social
and occupational difficulties, with no
plateau for the increased risk of adverse
health conditions.!

For this reason, it is critical for children
and adolescents to receive life-long
cancer-related care, which may facilitate
the early detection of late effects and
the timely initiation of interventions to
preserve and improve health.'? However,
keeping informed of developments in
survivorship care is a genuine challenge,
with the number of survivorship studies
quadrupling since 1996.'% Evidence-based
clinical practice guidelines and tailored
care plans to support risk stratification and
shared care are needed, as non-oncology
health professionals cannot be expected
to maintain pace with this rapid expansion
of the field. Childhood cancer-specific
survivorship guidelines are available

Table 1. Summary of experiences and the general practitioner’s role, by cancer stage

Stage Lived experience Role of the general practitioner
Diagnosis Shock, relief, fear, determination to overcome. Provide support, liaise with specialists, consider
Social isolation, body image concerns. impacts on other health conditions, consider impacts
on other members of the family.
Treatment Physical challenges: pain, fatigue, nausea. Emotional Provide timely and regular communication with the

challenges: grief, anger, fear, sadness to lose normal
life and activities. Coping with altered friendships,
challenges to body image, fear of the future.

May experience an increased sense of routine or
control. May need to make practical adjustments
to accommodate severe/chronic illness.

patient and family to aid confidence and engagement.

Recognise the potential impact of treatment on
siblings and focus on meeting their needs.

Survivorship

Uncertainty, fear of cancer recurrence, post-traumatic
stress, post-traumatic growth. Financial toxicity.
Fatigue, pain, multiple comorbidities.

Take a more active role in surveillance for long-term
effects and specialist referral. Screen for possible
cognitive impact of treatment. Promote positive health
behaviours. Provide psychosocial support to the family.

Bereavement

Grief, finding meaning, changes to family dynamic,
changes to parent-child (sibling) and marital dyads.

It is very meaningful for families to talk to someone
who knew their child and was involved in their care.
The family’s mental health is now foremost.
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online (www.survivorshipguidelines.org).
Interventions are also needed to engage,
educate and empower survivors to manage
their own health (eg the Re-engage
program, recently renamed Engage)** and
meet survivors’ unmet information needs
related to late effects, as well as parents’
unmet information needs, particularly
related to their child’s fertility.'s

Improving survivors’ adherence to
health behaviour guidelines is critical,
as there now exists strong evidence
that positive health behaviours are
fundamental, effective prevention
strategies to lower the prevalence of
late effects of cancer.’® For example,
maintaining higher levels of exercise over
an eight-year period has been found to
result in a 40% reduction of all-cause
mortality among childhood cancer
survivors, compared with the maintenance
of lower levels of exercise.'” Unfortunately,
most survivors do not comply with
recommended health behaviour
guidelines, including engaging in
survivorship care (up to 68% of survivors
are disengaged),'® physical activity (up
to 52% of survivors are sedentary),**?°
fruit and vegetable intake (up to 93% of
survivors are non-compliant),??? limiting
sun exposure at peak ultraviolet radiation
times,? and abstaining from smoking (up
to 22% of survivors take up smoking)*
and using e-cigarettes (vaping).*

GPs can play a critical part in
promoting positive health behaviours in
childhood cancer survivors. It is important
to remember that not all survivors will
experience a renewed sense of carpe diem
after surviving cancer, nor be motivated
to observe all health behaviour guidelines.
For some adult survivors of childhood
cancer, it is sometimes a daily battle to
manage multiple comorbidities, pain,
fatigue, fear of cancer recurrence and
mental health concerns.?® The following
case study illustrates the lifelong
psychological and physical challenges
that survivors often experience.

CASE STUDY: A SURVIVOR’S VOICE

My cancer surgery and treatment was all in
my infancy. I don’t remember it. However the
surgical changes to my body and side effects
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of the chemotherapy have heavily affected
my life, most notably, the orchidectomy,
androgen deficiency, infertility, osteopenia,
and post-traumatic stress disorder. These
issues have always been such a difficult
subject to discuss, even within my family. As
an adolescent, I stopped attending follow-up
care, as I had been off treatment for a
decade, 1 didn’t live in Sydney and there were
a lot of other things going on.

In my teens I was concerned about my
development in relation to my peers. My GP
told me I was just a late bloomer. However, as
a childhood cancer survivor, with a history
of chemotherapy and a damaged testicle, my
concerns were warranted. Intervention could
have changed my life significantly. At age
20, I had a fertility test. My GP didn’t think
this was necessary, as I wasn’t planning a
family, but allowed it for peace of mind. It
came back negative, azoospermia. We had a
brief discussion and off I went. Of course, the
GP couldn’t change anything, but it would
have been a great time to point me towards
some help or support. I should have done it
myself, but I was traumatised and I didn’t
deal with my infertility for over 10 years.
Relationships rose and fell because of it.

My next dilemma was a testosterone
deficiency. Over the years I had tried to
discuss it with several GPs, they always said
there was no need to check my testosterone,
it will be fine. Embarrassed and humiliated
because of my problems, I gave up until my
new GP realised it was worth checking and
that I had a testosterone deficiency. I was
referred to a specialist who treated me like
everyone else, ignored my history and put me
through several years of torture explaining
that my testosterone would pick up soon
because we were following the recommended
guidelines. I felt weak, humiliated and
suicidal. Finally, when I re-engaged with
the multidisciplinary team at the childhood
cancer long-term follow-up clinic, I met a
new endocrinologist who changed my life
completely - instantly. She knew I had special
requirements, which are not common to all,
but are common to long-term childhood
cancer survivors. The clinic staff have
communicated with my GP to facilitate and
guide areas in which I needed help, drawing
on their expertise in survivorship issues.

I think mental health is something that
is a major issue for survivors also. The GP

Medicare mental health plans have helped.
I think for a man, it’s easier to accept help
for your mental health if your doctor is
involved. It is all too hard to admit it to
yourself and all too easy to give up after
encountering difficulties. The anguish
that hormone and reproductive health
gave me over the years was phenomenal,
and the feelings of defeat and humiliation
I exxperienced while trying to get to the
bottom of it was crushing and made me
hesitant to try again.

I believe all the doctors I've seen have
meant well and were trying their best to
help me. However, I believe a bit more
understanding and a little less reluctance
to reach out for more information could
really improve quality of life for long-term
childhood cancer survivors like me. I am so
grateful that I found a GP who would work
with me, as I would be dead if T hadn’t.

Implications for general practitioners
GPs are central to promoting sustainable
and lifelong health behaviours, which have
the potential to reduce risk and improve
survivor quality of life yet are not currently
adopted by most survivors. Survivors need
the support of GPs to manage ongoing
follow-up care, oversee surveillance and
provide specialist referral across the
course of the decades’ long survivorship
period.?%?” Formal emotional support

is rarely accessed by childhood cancer
survivors and their families,?® and this

can lead to survivors ‘suffering in silence’.
GP-initiated discussion of mental health
and the formation of a mental health

plan, as indicated, with ongoing regular
psychological support, is recommended.

Bereavement

Even when it is not possible to save the
child, it remains important to ensure

the survival of the family. Bereaved
parents report an intolerable pain, which
continues to affect them throughout their
lives. Bereaved parents are at increased
risk of long-term mental health issues,
reduced marriage quality, reduced social
function, and occupational and financial
disadvantage.? Bereaved siblings often
struggle to adjust to the loss of their
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brother or sister and the broader changes
in parenting and family dynamics after the
death of their sibling.?®

Implications for general practitioners
Staying connected to their deceased child’s
healthcare professionals can prevent
feelings of loss and abandonment for
parents. GPs can help to ensure families
continue to feel cared for, reducing

their sense of isolation and increasing
their sense of support. It is particularly
important for the GP to provide such care,
as hospital bereavement support can be
limited, and families can have reduced
contact with the hospital after their child
ceases to receive treatment. Australian
resources are available to help support
health professionals have these difficult
conversations (www.redkite.org.au/
resource/walking-alongside).

Summary

Collaborative care and management
between oncologists, GPs, patients and
families is key in working towards the
shared goal of optimising quality of life
for child and adolescent cancer survivors.
The provision of ongoing medical care
and surveillance for the management of
multiple comorbidities and risks, as well
as the provision of psychosocial support,
is fundamental to ensure that children
and adolescents diagnosed with cancer
experience a life well lived. Excellent
online cancer survivorship education
resources for primary care professionals
are now available (eg Future Learn offers
‘Cancer Survivorship for Primary Care
Practitioners’ [www.futurelearn.com/
courses/cancer-survivorship], while eviQ
Education offers introductory courses in
paediatric cancer and survivorship care
[https://education.eviq.org.au/courses/
supportive-care/cancer-survivorship-
introductory-course]).

Key points

¢ Adiagnosis of cancer in a child or
adolescent is a traumatic event for both
the patient and their family.

* Although over 80% of children will
survive, the journey to recovery is
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long and requires ongoing support
from the point of diagnosis through to
survivorship or bereavement.

 The majority of survivors of child and
adolescent cancer develop long-term
late effects from their cancer and its
treatment. This risk increases with the
passage of time. Late effects include
morbidities related to the cancer
diagnosis and treatment received,
including multiple chronic health
conditions, fatigue, pain and poor
psychosocial adjustment.

¢ Ongoing surveillance for late effects and
support to comply with recommended
health behaviours is essential for
maintaining health and wellness.
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